INTRODUCTION
Rights of Persons with Disabilities Act 2016 (RPWD Act, 2016) came into effect by the Gazette Notification from the Ministry of Law and Justice, the Government of India on December 28, 2016, and became the law of the land. Subsequently, the rules were released on June 15, 2017, and the guidelines were notified on January 5, 2018, from the Ministry of Social Justice and Empowerment (Department of Empowerment of Persons with Disabilities -Divyangjan) through extraordinary Gazette Notification for the proper and smooth implementation of the law. In addition, the Gazette is emphasizing on screening, diagnosis, and certifying people with disabilities.
ABSTRACT AND INTERPRETATION OF RIGHTS OF PERSONS WITH DISABILITIES ACT-2016
RPWD Act, 2016 contains 102 sections spread over 17 chapters and the schedule. [1, 2] Of these, what merits noteworthy mention is Chapter 6, which deals with provisions for persons with benchmark disabilities i.e 40% and above. The issue here being, that though specific learning disability (SLD) is included, the objective quantification of SLD is not devised, and neither is SLD really quantified world over.
THE SCHEDULE
Under clause (zc) of Section (2) of this new Act following specified disabilities are mentioned in the schedule: Form 8 is for intimation of rejection of application for certificate of disability.
WORLD HEALTH ORGANIZATION GUIDELINES FOR HEALTH AND DISABILITY
Disability is not just a health problem. It is a complex phenomenon, reflecting the interaction between the features of a person's body and features of the society in which he or she lives. Overcoming the difficulties faced by the people with disabilities requires interventions to remove environmental and social barriers. The International Classification of Functioning (ICF) in disability and health, known more commonly as ICF, is a classification of health and health-related domains. As the functioning and disability of an individual occur in a context, ICF also includes a list of environmental factors. ICF is the World Health Organization (WHO) framework for measuring the health and the disability. [1, 4] ICF was officially endorsed by all 191 WHO member states in the 54 th World Health Assembly (WHA) on May 22, 2001 (resolution WHA 54.21) as the international standard to describe and measure the health and the disability. The ICF provides a common language for disability. Using ICF with International Classification of Diseases (ICD) makes it possible to provide a full picture of health and functioning.
WORLD HEALTH ORGANIZATION DISABILITY ASSESSMENT SCHEDULE 2.0
The WHO Disability Assessment Schedule 2.0 (WHODAS 2.0) [1, 5] is a generic assessment instrument developed by the WHO to provide a standardized method for measuring health and disability across cultures. It was developed from a comprehensive set of ICF. ICF is operationalized through WHODAS 2.0 which was developed through a collaborative international approach with the aim of developing a single generic instrument for assessing the health status and disability across the different cultures and settings. Each user should choose the solution that best fits the purpose, scope, and setting; there is no single strategy for choosing components or domains.
INTERNATIONAL CLASSIFICATION OF DISEASES-11, DIAGNOSTIC AND STATISTICAL MANUAL-5, AND NEURODEVELOPMENTAL DISORDERS
Both ICD-11 by the WHO and Diagnostic and Statistical Manual (DSM-5) by the American Psychiatric Association, the neurodevelopmental disorders are described under mental and behavioral disorders.
"Neurodevelopmental disorders are behavioral and cognitive disorders that arise during the developmental period that involves significant difficulties in the acquisition and execution of specific intellectual, motor, or social functions" (ICD-11, BlockL1-6A0). "The neurodevelopmental disorders are a group of conditions with onset in the developmental period that produces impairments of personal, social, academic, or occupational functioning" (DSM-5, page 31). It is clear from these two interpretations that developmental disorders with core features of behavioral, social, and academic issues are included under the category of neurodevelopmental disorders, while many other developmental disorders even with neurological origin are not included in this group (e.g., cerebral palsy). In the assessment of disabilities arising out of the following three disorders, namely, developmental learning disorder, autism spectrum disorders (ASD), and disorders of intellectual development (terminologies as per ICD-11), behavioral, social, and academic domains are main areas under consideration.
SPECIFIC LEARNING DISABILITY CERTIFICATION AND QUANTIFICATION OF DISABILITY
Most definitions of SLD state that a significant discrepancy exists between what the child has actually learned and what the child is potentially capable of learning. So what amount of discrepancy between the achievement and potential should be considered as a significant is still a question mark. Because of this, experts advocate about the response to intervention approach (RTI), as an alternative to the ability-achievement discrepancy model.
RTI involves research-based instruction and interventions, regular monitoring of student progress, and the subsequent use of these data over time to make a variety of educational decisions, including but not limited to SLD eligibility. [6] Furthermore, there are few quantification scales that are researched and clinically tried at many places. Assessed grade versus apparent grade (grade quotient) method (Thomas et al. [1] 2008), mental grade method (Harris 1961), years-in-school method (Bond and Tinker), and learning quotient method are some of the methods to quantify SLD. In 2014, a survey was conducted where a total of 35 institutes of Northern (10), Southern (17), Central (2), Western (2), and Eastern (4) India participated. [7] that reservation cannot be granted to students appearing for medical courses, as there is no method of quantification, and thereby no method to ascertain 40% required for a benchmark disability. Similar cases have appeared in the city of Mumbai too, where quantification was sought by the court, and psychiatrists here too have been trying to drive home, the point that the absence of a method of quantification is not equal to an absence of a disability.
Out of the specified disabilities under the Act, SLD is the only disability without a scale to quantify in percentage, while even for the disabilities arising out of blood disorders a scale is notified in the Gazette. Based on the intensity of functional impairment, specified disabilities are further divided as "person with disability," "person with benchmark disability," and "person with disability having high-support needs." Those persons with disability below 40% are included under "person with disability" category but they are not eligible for any benefits under the Act. Without a scale, the certifying doctor cannot quantify the SLD in percentage. Hence, in the present context, one can only say whether the candidate is having or not having SLD for that particular subject/grade which may or may not even vary later.
STRENGTH AND WEAKNESS OF THE GUIDELINES OF RIGHTS OF PERSONS WITH DISABILITIES ACT 2016
The strengths [1] of the RPWD Act, 2016 included a stepwise guideline first time for intellectual disabilities (ID), SLD, and other disabilities and stressed on the assessment of disorder severity. However, the guidelines have some weak points which will not serve the purpose of the Act, especially in the case of persons with disabilities suffering from neurodevelopmental disorders such as ID, ASD, and SLD.
1. Nowhere is it mentioned how to assess this severity and this becomes a drawback. Honorable Courts and Educational Departments insist on various occasions for SLD certificates with percentage of disability putting certifying medical officers (psychiatrists) in dilemma 2. Policy-makers and expert committee members for the guidelines overlooked the fact that, SLD is also disorder under neurodevelopmental disorders and just based on the nosological status. Pediatricians and pediatric neurologists are included, and Psychiatrists are ignored in the certifying medical board team of SLD. In other words, the psychiatrists who are key persons in the diagnosis and management of behavioral problems in children and adolescents are not included in the certification board (medical authority) for SLD. Before the guidelines were published, the psychiatrists were the key professional experts who were doing the certification for SLD and now pediatrician will be primarily responsible for certification purpose, and the psychiatrists are not included in the medical team for SLD certification. In Chapter-6 of the Act where job reservation is mentioned mental illness, ASD, SLD, and ID are clubbed together. In the Schedule of the Act ASD, ID, and SLD are grouped under the same subtitle (2). Again in the forms -1 and 2 appended to the rules of the Act disabilities are aggregated into five groups, where mental illness, ASD, SLD, and ID are in the same group. Certainly, when Medical Authority is constituted under the Guidelines, the psychiatrists are excluded from SLD certification board. This is a major weakness of this guideline 3. Another drawback in the assessment of SLD is that the existing NIMHANS battery is applicable only up to the age of 12 years or grade seven. But in reality, main certification of SLD is for 10 th -and 12 th -grade examinations, and the age of certification as per the guidelines is 8, 14, and 18 years. Further, the NIMHANS battery is a screening tool and not diagnostic. It covers only English language and mathematics and does not assess problem in Hindi or other regional language that limited the appropriateness of tool. Hence, NIMHANS battery has to be modified for that purpose or a better tool needs to be created for the country 4. In the case of ID, the guideline insists on diagnosis based on Vineland Social Maturity Scale (VSMS) and intelligence quotient tests, ignoring the role of clinical assessment. Disability calculation is based only on VSMS score chart ignoring the age of the person with disability (irrespective of the age, VSMS score of 0-20 is interpreted with 100% disability). It is imperative that this mistake be rectified 5. WHO recommends assessment of health-related disability by simple clinical methods based on WHODAS 2.0 (six domains) which is not properly followed in the above Gazette notified guidelines in the case of assessment of disabilities related to neurodevelopmental disorders. Psychometric tests are useful but not an absolute necessary in all cases. The WHO recommends ICD for diagnosis and ICF (International Classification of Functioning) for disability quantification in health-related cases.
CONCLUSION
Exclusion of psychiatrists who are clinicians related to management of behavioral aspects, from SLD assessment and certification will have far-reaching consequences. Some of the pediatricians and pediatric neurologists who are newly introduced in the certification board expressed their apprehension and lack of clinical awareness regarding the behavioral aspects of neurodevelopmental disorders to the authorities in some of the Indian states. Since the above notification, children with disabilities have been suffering long queues and running form pillar to postdue to lack of pediatrician expertise in dealing with certification of children with neurodevelopmental disorder.
Second, the issue of quantification and use of a better more standardized tool for assessment is imperative.
Thus, necessary modification is imperative both in the Act and guidelines as far as SLD is considered.
